"An unspoken world of unspoken things": a study identifying and exploring core beliefs underlying selfstigma among people living with HIV and AIDS in Ireland 
Introduction
Human immunodeficiency virus (HIV) infection is increasingly becoming perceived as a chronic disease. Those infected can expect to achieve a full life-span of 72-75 years [1] , if appropriate treatment and support are available. As a consequence, the focus of health services, and of those living with HIV, is turning from preventing illness and death to optimising quality of life and enabling the fulfilment of life goals. Even where HIV prevention programmes are effective, ongoing fears around the outcomes of testing and disclosure (and broader social implications of a positive HIV diagnosis) mean the challenges of living with HIV are likely to persist. HIV-related stigma acts as a significant barrier to prevention, testing and treatment [2] [3] [4] . Although Ireland has a relatively low incidence of HIV [5] , stigma and discrimination for those infected still pose a significant challenge: 49% of people living with HIV (PLHIV) in Ireland reported experiencing discrimination by friends and 43% by the local community [6] . Stigma occurs at varying, interrelated, levels: enacted stigma (discrimination), referring to actions or omissions as a result of stigma; societal/perceived stigma, where an individual anticipates or perceives themselves as stigmatised; and finally self-stigma -negative self-judgements resulting in shame, worthlessness and self-blame [7] . Socially derived stigma has been widely studied in people living with illness and disabilities [8] [9] [10] [11] , but focussed rarely on self-stigma, also termed "internalised stigma". In HIV, the Asia-Pacific Regional Analysis of the Stigma Index Study in nine countries, involving 4395 participants, found disturbingly high levels of internalised stigma manifesting as shame, guilt and self-loathing. For example, 75% of PLHIV in Pakistan reported they were ashamed of their HIV status, and even in Sri Lanka, which reported the least self-stigma, 54% of participants reported being ashamed [12] . Self-stigma also has broader repercussions, leading to failure to seek treatment and use care services, reduced wellbeing [13] , depression [14] , low self-esteem and reduced self-efficacy [15] , poor long-term coping [7] , and lower quality of life [16] . A recent study by Overstreet, cited in Cairns (2013) [17] , also found that people with internalised stigma were less likely to disclose their HIV status to partners or families. It would appear from the literature that self-stigma is experienced by HIV-infected people to a far greater extent than stigma received from the broader community [7, 12, [18] [19] [20] [21] [22] . Kalichman et al. [23] reported that, of 2,306 adults in the general public in Cape Town, 10% believed that PLHIV were dirty, contrasting with 27% of PLHIV who felt they were dirty; 13% of the general public believed that PLHIV had done something to deserve it, as opposed to the 41% of PLHIV who felt guilty about having been infected. The same pattern can be found in Ireland, where 84% of PLHIV feel they are viewed negatively by society whereas 54% of the general public shared that view [6] . Lastly, the fact that self-stigma was observed as greater than levels of stigma in the general population strongly suggests that selfstigma is not just an internalisation of the prevalent social stigma, but a distortion and amplification of it. "Stigma" was defined by Goffman in 1963 as "an attribute that is significantly discrediting" which in the view of others serves to reduce the person who possesses it. Goffman also importantly identified stigma as a complex and multidimensional phenomenon [24] . For Link and Phelan (2001) , there is variability not just in definition, but also its application by researchers [25] . Link et al. in 1997 defined "self-stigma" as "the extent to which people endorse negative beliefs and feelings associated with their stigmatized attribute and apply them to self" [26] . As they are central to the manifestation of self-stigma, core beliefs must be considered -i.e., the "fundamental, inflexible, absolute and generalised beliefs that people hold about themselves, others, the world and/or the future" [27] . In shaping an individual's worldview, core beliefs that contribute to selfstigma can have a profound effect on a sense of self-efficacy and concept of self [28] . Understanding the core beliefs underpinning self-stigma can be a foundation for interventions and programmes designed to reduce its harm. From the outset, the study reported on here was cognisant of gaps in interventions to support PLHIV in dealing with self-stigma. For example, Sengupta et al. [29] reported that, despite the negative impact of stigma on PLHIV, there have been surprisingly few intervention studies aimed at reducing HIV-stigma to date. This is particularly the case with self-stigma, which is under-represented in the research literature. Kalichman and Simbayi [30] , who have widely published on HIV-related stigmas, acknowledge that approaches are needed that go beyond mass education and work within more ingrained belief systems.
The identification of unhelpful or negative core beliefs is the basis from which individuals can be supported in developing healthier belief systems through cognitive therapy strategies [28] . 
Methodology and data collection
A qualitative approach within the interpretivist paradigm was adopted for this research. This allowed for a deeper understanding of the lived experiences of individuals that could subsequently help inform the design of a therapeutic intervention. Semi-structured interviews and written statements were used to gather information from participants. Each interview lasted approximately one hour and was recorded, with prior written consent. During interviews, participants were asked to write the following open-ended statement: "I am HIV positive and that means that…" (participants with limited literacy dictated their statements to the researcher). This approach is commonly used to draw out core beliefs as part of inquiry-based stress reduction: the work of Bryon Katie [32] . A similar method is used in cognitive behavioural therapy [36] . Although there was diversity within the sample, it was too small to analyse across differences in gender, race, ethnicity and nationality. The core beliefs outlined in this study are therefore drawn from across the group as a whole. A review of current frameworks and models for measuring stigma and self-stigma informed the analysis and thematic clustering of this study. Early work by Berger et al. [37] highlighted four main categories to understand and measure stigma: personalised stigma, disclosure concerns, negative self-image and concern for public attitude. Poku et al. [38] , in a qualitative study better to understand stigma, highlighted social rejection, financial insecurity, internalised shame, social interaction, self-worth, and body image as main dimensions. Providing more detail and broadening the categories on self-stigma, Holzemer et al. [39] presented a framework that also included self-exclusion, negative self-perception and overcompensation. Most recently, building on extensive formative qualitative and quantitative research on HIV-stigma, Kalichman et al. [7] developed the Internalised AIDS-related Stigma Scale (IASS). The framework drew upon previously validated scales and beliefs guided by the theoretical framework offered by Goffman [24] , and proposed six scale items covering self-defacing beliefs and negative perceptions. Interviews were transcribed in full, then thematically coded and analysed using an iterative coding strategy guided by the frameworks outlined above. The themes were continually and systematically updated as the data was analysed, reanalysed and grouped into various themes. New themes were added as they emerged, and this process continued until no more new themes arose and data saturation was reached [40] .
Core beliefs
Owing to the complex nature of stigma and self-stigma [41] , some overlap occurred between the emerging themes. However, it was possible to group participants' core beliefs contributing to HIV-related self-stigma under four categories ( fig. 1A ). 1. Disclosure: here, participants' core beliefs surrounding disclosure of their HIV status were reported -for example, some held the belief that others would reject them if they were discovered to be HIV positive. 2. Sexuality and sexual pleasure: this category included participants' core beliefs influencing sexual behaviour, such as the belief that they could no longer enjoy sex with an intimate partner. 3. Self-perception: the core beliefs held by participants about, for example, their sense of worth or agency fell into this category -such as believing that they were worthless or that they could not have a child or find employment because of their status. Ever been ill due to HIV: 
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Disclosure
Fears and consequences of disclosing one's HIV status are well documented elsewhere [37, [42] [43] [44] . Notably, people with higher levels of self-stigma are more likely to avoid disclosing their status [45] . We sought to understand more fully the beliefs contributing to fear and stress around disclosure, and within this category participants' beliefs were broadly grouped into three subcategories.
Fears
A fear of being talked about and ridiculed was expressed by many participants, as well as of being labelled and stigmatised. Here, beliefs about being rejected predominated: "I don't want people to throw me away, like if yesterday I was talking very good with this person, today you tell him you are HIV positive, tomorrow you can feel like he don't want to talk to you." (Participant K) Fears of betrayal had also engendered a lack of trust in many participants:
"You can't trust nobody, so everyone is like an island…you stick to yourself, you sort your problems out yourself, you can't call on anyone because the person you think you can talk to and trust will end up betraying you." (Participant P) A variety of beliefs regarding disclosure within families were reported. These included the belief that non-disclosure could protect family members from emotional hurt, or that disclosure would expose family members to secondary stigma. In certain cases where participants had already disclosed to their family a culture of silence emerged where HIV was never discussed.
Consequences of non-disclosure
Social exclusion and secrecy were commonly mentioned as outcomes of non-disclosure, in particular self-isolation and loneliness. Few participants reported actually losing friends, whereas most reported withdrawing themselves from social circles. Although social exclusion has been previously identified in the literature [39, 46, 47] , it is possible that withdrawing from society is a bigger negative influence in the lives of PLHIV than actually being rejecteda finding supported by the Global Network of People living with HIV (GNP+) [12] . Some participants believed that they lived two lives -one open and honest amongst other people with HIV and another secretive, false and lonely in the outside world. "It's almost like trying to bring these two worlds together, where it can be the same in both, so that's exactly the point I'm at right now…bringing it out into my real life, and with the hope I can be like, the way I am here [in Open Heart House], where I can have the same energy." (Participant I)
Perceptions and thoughts of others
A common belief among participants was that they were viewed as bad and different:
"They think I'm a scumbag, the lowest of the low." (Participant H) This was particularly linked with perceived judgements from others as to how they contracted HIV:
"…if I had to tell somebody I had HIV, the first question they ask me is: 'how did you get it?'… if I was to answer that question, 'I got it through drugs'…you see the change in people -you see the look they give you, it's like, 'oh, she deserved that'…" (Participant B) Several participants also reported believing their HIV status was viewed by others as less "worthy" of sympathy than other diseases:
"If you've done a survey and you asked people, 'there's two people there…that one has cancer, that one has HIV -who do you feel more sorry for?', nine times out of ten, people say 'cancer'." ( Sexuality and sexual pleasure Whereas some participants were currently involved in sexual relationships, many reported that sexual pleasure and intimacy were affected by their beliefs about self-image, fears of transmitting HIV, feelings of guilt, and lack of freedom. Here, core beliefs fell into two subcategories.
Sexual pleasure and desire
Here, participants described beliefs about never being able to have a partner, or that "normal" relationships could not be regained: "[In] my sex life, like he doesn't say it, but I feel it, the intimacy is gone. The, you know, experimentation and stuff, all that's gone, it's just basic with the condom. I tried to say to him, you know I'm undetectable, this is what the doctors say. But then I feel guilty for saying that, 'cause I'm saying, sure he must be thinking this one just wants to have sex without a condom…does she want me to catch it and it's not about that, it's about trying to get back what we used to have." (Participant A) Some reported sex was no longer spontaneous and they no longer had sexual feelings. Additional negative influences, such as fear of contagion, feelings of guilt for having sexual needs, and lack of energy and interest, were also mentioned. The inability to enjoy sex or any sexual aspect of a relationship was also discussed, and many participants believed their own sexuality had been lost or taken from them:
"I feel like something has been stolen from me, because I can't, as much as I'm sexually active, I can-
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Disclosure in intimate relationships
Outside of core beliefs affecting sexual behaviour itself, a common belief among participants was their inability to seek a new partner -the risk of rejection and discrimination was too great: "…I don't know what to do, where to go, how to proceed. I'm afraid of telling the person, getting a bad reaction, and that person having that information that [they] can just tell anybody else…" (Participant F) Not all beliefs were negative, however, and some participants shared their positive experiences of being honest and not experiencing rejection:
"If anything I was more respected for being honest and being in the position to be able to give the information." (Participant C)
Self-perception
Well documented in the literature on self-perception and self-stigma are issues of self-abasement and restricted agency [7] . In this study, core beliefs affecting self-perception were reported across three subcategories. "I see everyone out there as the same but I'm different, and that I don't have the same chances. You feel like this special case…a weakness." (Participant I) A powerful theme in the data included beliefs about being less human, undeserving, and attributing self-blame. Illustrating how some participants devalue themselves one participant said:
Self-abasement
"If the world was ending me, and other people like me, would be left -we would not be saved." (Participant A) Though many participants became emotional as they shared beliefs and experiences during interviews, it was sharing how they viewed themselves that caused the most distress. This suggests strongly the damaging influence of self-stigma in the lives of participants.
Hopelessness
Hopelessness and self-pity frequently emerged among participants' core beliefs. Several cited depression, suicidal thoughts, and feelings of hopelessness stemming from beliefs such as life being over, HIV being a killer disease, feeling a victim, being a burden to people, and not seeing any hope for the future. 
Restricted agency
In line with wider literature [12, 18] , in relation to restricted agency, participants described a number of significant actions and opportunities they believed were not possible because they were HIV positive. For many, this included not being able to have a child, not being able to find work, or work in places of their choice, not being able to travel, having to choose friends carefully, and not being able to find a life partner: "It stops so many things." (Participant Q)
Body, illness and death
Among core beliefs shared by participants around medication and medical care, negative side-effects and an inability to take part in life activities were mentioned frequently. Here, core beliefs emerged across five subcategories.
Medication and medical care
In some cases, participants felt as though they were not treated properly as human in their dealings with medical services: "Sometimes you feel like a guinea pig, they are taking blood tests and they don't tell you what's it for."(Participant M)
Illness/health/disease/death When discussing illness, most participants expressed fears about sickness and dying: "I [will] end up dying the way I have actually seen others people dying, which is piece by piece and
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Fear of contagion
In addition to fears for their own wellbeing, core beliefs extended to the impact of their condition on the lives of others. Many believed they would be a risk to family and friends. For one: "I was paranoid because I didn't know when I found out 
Body image
Several participants shared beliefs about negative body image -including weight and body-shape changes -that contributed to their self-abasing thoughts. Notably, self-perception had changed -even if physical changes had not yet occurred: "It's amazing what you see in the mirror that isn't there; I really, really hated myself." (Participant F) Demonstrating the complexities for some, one participant shared their experience:
"For me, all this stuff is intermingled with transidentity. In order to go on hormones to get an ideal body shape to be a she, obviously I've had some breast development, not much. I've had to stop taking hormone replacement therapy because of contraindications [with HIV medication]." (Participant O)
Normalising HIV Conversely, some participants stated that their self-image had improved, mentioning they now took more effort in self-care -for example giving up smoking and doing exercise.
Functions of self-stigma and coping strategies
In addition to core beliefs, the findings also provide insights into the functions of self-stigma (i.e. the "purpose" of self-stigma, as participants perceived it), and coping strategies to assist in its reduction (e.g. adaptations in behaviour and social interactions).
Functions of self-stigma
In the same way that social stigma may be seen to serve some function or benefit to society [48] , it is also likely that self-stigma has a function or benefit to individuals. Participants' responses highlighted three subcategories of functions of self-stigma (see fig. 1B ).
Maintains victim beliefs
Self-stigma may subconsciously reinforce the individual as a victim, taking away the sense of personal agency and thereby contributing to a feeling of disempowerment: "Before someone can do anything to stigmatise me or discriminate me I've already felt the discrimination, because you need to blame someone for what is happening to you. If you go downstairs here [at Open
Heart House] and ask 50 people that are HIV positive, they will say it's not their fault. Everyone will explain to you that it's not their fault -everyone will be a victim. Yes it's a strong word to call HIV positive people." (Participant P)
Provides protection
By thinking negative thoughts about themselves, individuals may self-stigmatise in anticipation of being hurt by others: "I say all these things to myself first that when I do have to go out into the world to survive, the stuff that people thinking about, I've already thought about myself, so nothing can get through, so its like a protection mode, you self-stigmatise yourself so that other people can't hurt you." (Participant A)
Justifies non-disclosure Self-stigma may serve as a reasoning tool to limit one's life choices, and rationalise actions such as avoiding disclosure: "I come up with all the bad stuff that people can think about me. It's to protect myself so that I don't have to come out and say I'm HIV positive." (Participant A)
Coping strategies Many negative outcomes arising from being HIV positive and experiencing self-stigma had functional opposites in the coping strategies reported by participants. For example, several spoke of the importance of having a sense of belonging, acceptance, and a connection to others, thus directly addressing their feelings of social withdrawal and isolation. A sense of renewed agency was also reported, where participants found work or started volunteering after being diagnosed. Indeed, a sense of personal development strongly beneficial. Coping strategies were grouped into three broad subcategories ( fig. 1C ).
Community involvement, professional development and education Some participants were motivated to return to education and, as a result, were now working -some for the first time.
Participants sharing this view were engaged in community work and spoke of the sense of self-worth gained through providing support to others: "I would have never ended up in a job if I had never become HIV positive. It just gives me great joy to sit with somebody who is in great despair and desperation and to say to them, 'I genuinely know what you are going through'." (Participant A) 
Connection to others and sense of belonging
The majority of participants shared the importance of the space created by Open Heart House in fostering a sense of belonging, providing support, and being community of people they would not have otherwise met.
Discussion and conclusions
Core beliefs of participants: Rather than simply showing levels of self-stigma, the results of this formative study build our understanding of beliefs reported by PLHIV. Although these are likely to vary across geographies and cultures, a number of core beliefs reported by this small and heterogeneous group could occur independently of gender, religion, or country -for example, the belief that one is "unclean", undeserving of sympathy, or somehow unemployable because of being HIV-positive. Such generic core beliefs can significantly moderate behaviour, for example, decisions around disclosure or accessing treatment [49] , and it is especially in the latter case that stigma represents a significant risk to the wellbeing of PLHIV. Recognising this clear danger, as well as the need to support PLHIV in achieving their life goals unhindered by self-imposed limitations, there is a now scope for targeted interventions to be created. The core beliefs reported from this study will also help inform future research and generation of meaningful measurement scales.
Functions of self-stigma:
The results demonstrate key functions of self-stigma for participants. For example, it maintains victim beliefs, provides protection, and can justify non-disclosure. Unpicking the functions of stigma further could contribute substantially to our understanding of how
Figure 2
Conceptual framework of self-stigma. Designed using concepts from Morrison (2006) [52] , the framework comprises three interacting groups of factors (factors listed are nonexhaustive) which influence self-stigma: social factors, contextual factors and self factors. The complex interaction between these factors influences the development and perpetuation of self-stigma.
to address it. For instance, although non-disclosure might protect against stigma received from others, to what lengths must someone go to hide their HIV status? Social withdrawal and even missing medication to maintain appearances have been reported among self-stigmatising PLHIV [50] , again both representing a risk to overall wellbeing.
Coping strategies:Participants' reported strategies for coping with HIV-related self-stigma included community involvement, personal development, and maintaining a connection with others. Like the previously reported functions of self-stigma, these had grounding in core beliefs, however in this case participants were able to challenge those beliefs. For example, in gaining employment, participants began to revise views of their lack of agency, and it was through interacting with others and undergoing personal development that they could overcome their feelings of isolation, or being worthless. Interventions to successfully address self-stigma could therefore incorporate techniques that include group, interpersonal or community interactions [51] .
Conceptual framework of self-stigma:
Results from this study were incorporated into a conceptual framework of self-stigma ( fig. 2 ), designed using concepts from Morrison (2006) [52] . This framework may be of use in visualising and understanding self-stigma as a complex, multi-dimensional phenomenon. In doing so, it may inform future research into HIV-related self-stigma, as distinct from social, perceived, or enacted stigma. Despite the negative impacts of self-stigma identified in the wider literature and from participants in this study, interventions to support PLHIV in dealing with self-stigma, particularly at the level of core beliefs, are lacking. Stigma applied by, and to, the self is unlikely to be overcome by interventions aimed at the general public, since the negative beliefs held by PLHIV are often not representative of the population as a whole [13, 17, 23] . In this study, coping strategies such as personal development and inner work were highlighted as supportive, and a targeted approach incorporating these elements could prove beneficial. It is here that interventions such as IBSR [32, 34] and CBT [35] are more likely to meet with success: both utilise a strategy of working directly with individuals to systematically identify, challenge, and ultimately overcome self-imposed negative behaviours and beliefs. Such interventions, tailored to the context of HIV self-stigma and using knowledge of underlying core beliefs, may better equip participants with the mental tools and strategies to mitigate self-stigma. These findings help fill previously identified gaps in knowledge regarding social and psychological factors around core beliefs about HIV and personal experiences [30] , moving towards understanding the origins of self-abasing and negative perceptions of PLHIV [7] . In doing so, a small but concrete step has been taken to enable others to design interventions and programmes to address this complex and important issue. This study contributes a deeper view of the issue of self-stigma among PLHIV, and it is hoped that by directing more attention towards research and support for self-stigma, treatment adherence, access to services, and general wellbeing can be improved. The authors acknowledge that this study has limited representative potential for PLHIV in other settings, because of the relatively small number of participants. Additional research will therefore be useful in confirming that the experiences of self-stigma reported in this study also occur in other settings. Furthermore, there was considerable heterogeneity among participants in this study. However, it was also noted that the participants shared many common experiences and core beliefs underlying HIV self-stigma, and there were no instances where two participants reported contradictory experiences or beliefs.
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Figure 1
Framework for qualitative analysis of interview data. Three main areas of analysis are shown: Categories of core beliefs (A, red), Functions of self-stigma (B, magenta) and Coping strategies (C, blue). Emergent themes were organised into categories (solid boxes), and subcategories where required (open boxes).
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